Abstract
Introduction

1.
Great puzzle of human life is not suffering, but death (Weil, 1985, p.78) . Puzzle is also a disease that brings suffering, which paralyzes life and converts it into an image of death. The role and function of integrated care is therefore directed to mitigate this process.
Growing elderly population and increasing number of chronic diseases, consequently increases the need for palliative care. In Slovenia, more than 50 percent of people still die in health care facilities (Statistical Office of the Republic of Slovenia, 2012) . Authors (Burge, Lawson & Johnston, 2003; Higginson, Astin & Dolan, 1998) note that in the future the share of the people dying at home environment will have to increase. Consequently, it will be necessary to intensify palliative care the home. A leader in the field of palliative care in Europe -Great Britain -in the last six years has for the first time, since 1974, when the proportion of dying in hospitals was in steady increase, achieved tendency of increase of the proportion dying at their homes (Gomes, Calanzani & Higginson, 2012) .
In order to enable patients to stay at home even during the progression of incurable diseases, and especially at the time of death, it is necessary to ensure the continuity of primary health care, community nursing, social work, occupational therapy, physiotherapy, dietetics and pharmacy. It is palliative care, which offers care to patients and support families and also informal care providers. Palliative care provides optimal physical, psychological, spiritual and social support to the patient and his family at all stages of dying. Target orientation of palliative care is therefore focused on providing high-quality of the dying in domestic environment. In Slovenia, model of integrated care of the dying in the domestic environment has not been implemented yet. Dealing with this problem, we are again and again encountered with a communication problem. So, our intention was to carry out a research on communication between members of the palliative team and knowledge of how to offer quality care to palliative patients, according to community nurses, and how it statistically significant effects patient and family's familiarity with the course of a disease and palliative care plan.
Theoretical Standpoints 2.
We are looking for the reason why the death disappeared from public life; why it has become a taboo subject and is being moved to institutions. Awareness of the fact that each of us prefers dying where we feel safe -at home, has lost its weight. But we know that an individual, as well as their closest, deal with death easiest if they experience it together, in interaction, in the domestic environment.
But the adoption of dying is a long way, although limited in time. Therefore, palliative care is not just an idea; it is a
Relatives in the Process of Palliative Care
Change of generations changes attitudes to death. In the past, people used to be more familiar with death. Even children were faced with dying relative's death in the neighbourhood. They were confronted with the customs and rituals related to death, so that the fact of death was socialized. Families were larger in number, more generations used to live together. Thus, the dying and the grieving were experienced together. Monitoring of the dying is one of the hardest things in life and marks us, although we are enriched (Klevišar, 1997) . Advanced chronic incurable disease that leads to death, destroys family balance. It changes relations between family members, family roles are replaced, the patterns of decisionmaking and behaviour can be compromised, so as the development of certain family members (Slak, 2011) . The outside world (health workers and associates) penetrates into the intimacy of the family life. All these factors can cause insecurity, anxiety, overload and severe distress in the family with a dying patient. For this reason, it is important to listen to the needs of relatives, to provide them with emotional support and help them adapt to change. It is necessary to encourage an informed openness in the relationship, because communication during the last days of life impact over bridging barriers from the past and facilitates the recognition that there are no unsolved hardships from the past. This prevents the development of any mental or physical symptoms. Open and calm communication with relatives is essential. The World Health Organization argues that the inclusion of palliative care improves the quality of life not only for patients but also for their relatives. Studies found out that palliative care enables significantly better quality of life of patients and their family members. It has a very strong impact on their mutual relations (Qaseem, Snow, Shekelle, Casey, Cross & Owens, 2008; Brumley, Enguidanos, Jamison, Seitz, Morgenstern, Saito, Mcllwane, Hillary & Gonzales, 2007; El-Jawahri, Greer & Temel, 2011) . Various studies tried to find answers to questions of how the experience of long-term illness interferes with partnership. In one study (Keller, Heinrich, Sellschopp & Beutel, 1996) patients reported that the partnership improved during and after the disease, which is inconsistent with the survey (Joly, Heron, Kalusinski, Henry -Amar & Allouache, 2002) , where the authors argue that the advanced malignant disease escalated conflict in relationships and lack of understanding of the patient's partner. Certainly, single answer has not been found yet.
Greiving
Grief is an emotion that responds to the loss of an individual. The most common loss which triggers grief is the death of a loved one. It is an emotional response to the loss, losing its intensity with the time. "It is a time-consuming and multilayered process, in which the grieving processes their loss, and adjusts to the loss. It contains behavioural, emotional, social, physical and spiritual components "(Tekav i -Grad in Marusic & Roškar, 2003) . In the literature there are different understandings of grief, some consider it as the period after the loss, the others as an experience of loosing somebody. It does not matter whether a man was taken away by life or death -the consequences are the same: emptiness, sadness, despair (Ovsenik, 2014) .
In Slovenia, palliative care does not provide support for families and caregivers in the period of mourning process. After the death of a patient, family members or primary caregivers are left to relatives, neighbours and to themselves. We still do not provide formal support to families after the death of the patient in the domestic environment. Even the payer of the services -Health Insurance Institute of Slovenia -does not cover costs for the visit of the primary caregiver or family of the deceased. Field, Reid, Payne & Relf (2006) note that nurses are the ones who are most involved in supporting families in the process of mourning, but (Chang, Bidewell, Hancock, Johnson & Esterbrook, 2012) , they are only rarely trained in this field. This can also be stated for Slovenia, where we can highlight the lack of personnel, funding problems, and ignorance.
Professional Staff
Our performance is reflected in our actions. Giddens points out that the performance is not always conscious and deliberate, as many actions arise from sub consciousness, habits and the like. However, large part of the performance is a result of thought, which means that individuals, in our case professionals, usually control consequences of their actions in contact with the dying patients, and responses to the environment, and according to this acting, they are even more efficient. In this respect, we are talking about »the intention/aim« and it is knowledgeability, which defines any action that a performer takes along a path of a higher quality of performance (Giddens 1989) . Regarding Giddens, individuals in the course of their daily practices continuously monitor consequences of actions and correct them promptly, but at the same time, a set of consequences are generated which actors had not predicted (Giddens, 1984) , what means that the effects became a frame of new actions. This concept in Gidden's theory is very important, because it shows how individual action might lead to some structural changes, which go far beyond the original intent, and that in the course of everyday events are shown as something "external", as something they cannot effect/have no influence on. Practitioners are still clinging to the notion that life should be extended at any cost, even with the help of aggressive practices and health-care interventions, which only prolong the pain and suffering of the dying. Death and dying are perceived as a failure of medical science and our own helplessness, therefore, they are extremely reluctant to speak about these issues.
Integrated Approach in the Process of Palliative Care
Integrated care is a well-planned and well-organized set of services and processes of care, directed to the multidimensional needs and problems of individuals, or to the category of people with similar needs or problems (Nies & Berman, 2004) . Integrated care is trying to meet the long-term, complex and multiple needs of patients in the process of palliative care, and offers them the opportunity to live their lives as they want. Wishes and needs must be arranged in the interaction between professionals, patients and relatives. This interaction is at the heart of care.
Recently, concept of "integrated approach" is becoming very common (Gholve, Kosygan, Sturdee & Faraj, 2005; Arnaert, Van Den Heuvel & Windey, 2005; Volkers, Nuyen, Verhaak & Schellevis, 2004; Schwenk, 2002; 158; Landi, Onder, Russo, Tabaccanti, Rollo, Federici, Tua, Cesari & Bernabei, 2001) . Integration is understood as reciprocity between actors and collectivities in dealing with health and disease, and its ultimate goal is quality of life. Giddens, in his theory of structuring, deals with social and system integration. Social integration is based on the actors and their relations in the context of co-presence. He implicitly talks about communication, throughout all five channels of communication: verbal, visual, olfactory, kinesthetic and gustatory. This concept can also be used in the treatment of the patient in the process of palliative care. In the process of palliative care, an integrated approach is the one which enables a patient, his family and friends to equally cooperate with the professionals of various disciplines, as palliative care is seen as the integration of mental, physical, social and spiritual care, in the context of interaction in time and space. Central point in »the concept of nursing« in palliative care becomes quality of life -both, of the patient as well as families.
Team Approach in the Process of Palliative Care
The concept of team work in palliative care, based on the pioneering work of Cicely Sounders, included multi-dimensional needs of patients and comprehensive multidisciplinary team approach (Gomez-Batiste, Martinez-Munoz, Blay, Espinosa, Contel & Ledesma, 2012) .
Thinking about physical, emotional and social challenges when living with the disease, gets a completely different dimension in patients who are faced with the progression of the disease and approaching death.
In the interdisciplinary team, experts identify themselves with an identity of a team. The team members, depending on the current task, take the lead in the team. In order to achieve the objectives, pieces of information are distributed among team members and co-ordinated work is carried out competently.
The interdisciplinary team cooperates, which is vital for its success. Negotiation and debate are fundamental elements of the interdisciplinary team; each member of the team is ready to take into account the views of other members (Ovsenik & Ambrož, 2010) .
Despite the theoretical differences between multidisciplinary and interdisciplinary teams, their functioning over lapses. Regarding patient's needs, negotiation and discussion become essential approach in providing high-quality palliative care. Only with the empathic sharing of information about the patient's condition and the corresponding care, interdisciplinary team can provide holistic palliative care to a patient in a terminal stage. Or, according to Giddens -it is the ability of actors to explain to themselves as well as to others, the reasons for a particular direction of action, which the author calls "discursive consciousness" (1984) . It means that actors justify the reasons for their actions, suggesting a fundamental feature of the operation, which can not be only a passive role played within certain structural relationships.
Communication
Communication has one of the most important roles in palliative care. Patients and their family members state that communication is one of the most important skills of all involved in the process of palliative care (Shanawani, Wenrich, Tonelli & Curtis, 2008) . Experts note that practitioners are obliged to talk in time and on emotionally-intelligent way to patients about their health, psychosocial and spiritual needs at the end of their lives (Quill, 2000) . Although, this is a strong emotional and intellectual effort, patients and their family members want to be informed. Systematic scientific review of 46 studies demonstrated that patients with chronic incurable disease have a high level of demand for complex information in all phases of their disease (Parker, Clayton, Hancock, Walder, Butow, Carrick, Currow, Ghersi, Glare, Hagerty & Tattersall, 2007) . Patients ask questions about the end of life, namely:
• about the process of disease:
• about prognosis for survival and quality of life;
• about projected symptoms and their management;
• about the methods of treatment and how it will affect the length and quality of life;
• about nursing care plan.
Researches have also shown a very low rate of effective communication skills among professionals, especially in terms of communicating "bad news" (Reinke, Slatore, Uman, Udris, Moss, Engelberg & Au David, 2011; Buckman, 1984) . Bad news is any news about the patient's state of health, which a doctor or a nurse communicate to a patient or his loved ones, and can have, due to the content or the conditions in which it is transmitted, a negative impact on the recipient due to the nature of the medical condition, or the impact this condition has on the patient's ability to operate on the physical, mental, social, family and existential field (Lunder & Kersnik, 2003) . Psychologist, Cathy Heaven (1996) throughout her researches on communication between health professionals and patients, found out that the health professionals most often used strategies to avoid patient's problems. (Wilkinson, 1991) .
Education
In the strategy of the care of the dying, (Department of Health, 2008) there is a special chapter devoted to education. Health and social workers, who have completed formal education, must constantly renew and upgrade their knowledge. This education should also cover a special area of knowledge -knowledge of communication. Assertiveness, which is hard to detect at professional workers, is one of the issues which should be pointed out. Authors of the strategy found that many doctors, nurses and other key experts, have neither professional nor communication competences in providing high-quality care for the dying. In recent years, a model for improvement of the communication skills of the health professionals who had not gained these skills in their formal education, has been developed. This model includes a threeday course that is entirely focused on the "participant". It is based on the problems and challenges at work, which the participant recognizes as important and would like to learn about them more. Or, according to Giddens -individuals are because of their knowledge, skills and reflexivity capable of creating always new solutions, which often, if not pull down, but at least change the original structural relationship (Giddens, 1984) .
Community Nursing in the Process of Palliative Care
In prehistoric times, a sick man was nurtured by his mother, wife or other relative, what is, in a family or a small community, habit today if we get sick because of minor illnesses. A care provider in such circumstances is considered as a care giver, but usually is not a professional. The beginnings of medicine date in ancient Greece and the Roman Empire, where the personal hygiene, plumbing fixtures and quarantine gained in importance, when also caring for the patient started gaining professional form. Nursing was in the domain of religious and monastic activities, but still there were not necessary professional competences. The first organized systems of home visits began to operate in England in 1816, with the creation of "Committee of Benevolent Ladies" (Committee of Charity Wives), who visited sick children at home (Vuga, 1975) . "The Ladies Health Society of Manchester" founded in Manchester in 1862, in order to teach people about a physical, social, moral and religious regime. In 1845, at the Crimean Front, Florence Nightingale cared for the wounded. Florence Nightingale is considered as the initiator of the modern sisterhood. In 1860, she established the first nursing school for civil nurses/sisters in St. Thomas Hospital in London. "District Nursing", as community nursing is called today in England, began to work in Liverpool in 1867 (Vuga, 1975) . With the development of medicine, school for "Health Visitors" was established in England in 1892. Those were the first trained community nurses.
In 1914, in Vienna, Angela Boškin from Slovenia graduated as a civil nurse, professionally trained to work on field.
Sister Boškin was appointed as the first caring field sister in Yugoslavia on 27/01/1919. The scope of her assignments was to protect mothers and children and anti tuberculosis activities. Those were the predecessors of today's community nurses and social workers (Vuga 1975, p. 19) . For the development of the community nursing activities is very important the establishment of the World Health Organization (WHO) in 1948. The WHO in 1958 convened the European Conference of community nurses in Helsinki, where concepts for home care were adopted, still valid today. The WHO defines community nursing as a special form of health care, which includes active health and social care for individuals, families and communities that are due to biological characteristics or certain diseases particularly susceptible to environmental influences.
In the document -Recommendation 24 (Council of Europe), Committee of Ministers of the Council of Europe, are given adopted recommendations, inter alia, the need of integrating the content of palliative care into training programs for health professionals. Palliative care should be an integral part of health care, which has comprehensive and specific programs, which have to be designed interdisciplinary and include experts from various professional levels. The contents are defined in the framework of the National Program of Palliative Care, which defines palliative care principles and objectives of nursing at patients' home, in care institutions, within providers of institutional care, part-time or full time, or in hospice. A group of experts provides multidisciplinary treatment as a team (Železnik, Horvat, Panikvar Žlahti , Filej & Vidmar, 2011) . In the National Programme of Palliative Care, health care in community nursing has an important place. Community nurses are, in the network of palliative care, listed as members of the basic, as well as specialist palliative team of primary health care (Ministry of Health, 2010, p.14).
Research Problem 5.
In palliative care, even if we hear about it, and even it is, in some environments, carried out at home, a number of dilemmas can be identified. Problems arise already in the structure of the organizational model, which is supposed to include, in addition to the real, also psychosocial level of care. A series of contradictions were identified when reviewing the issue of the functioning of palliative team at the primary level. Communication dilemmas are caused by ignorance and often fear. Lack of knowledge is recorded in the ways of experiencing death, in the monitoring of the dying patient and family, and too weak awareness of the needs of the dying and their families. As the closest ones are afraid of death in many environments, they are trying to push the dying into institutional environment. However, patients would like to die at home, in an environment that is close to them and calm them down.
Although the National Program of Palliative Care (Ministry of Health of the Republic of Slovenia, 2010) has been written, it still remains at the declarative level. Transfer into practice has not happened yet, especially nothing has happened in the field of competent communication -not only communication with the dying, but also communication with their relatives.
Research Model
As a sample, 181 community nurses working in community activities, representing 22.18 per cent of all employees in community nursing in Slovenia, according to the National Institute of Public Health (2012) were selected. Deliberately were chosen community nurses according to the regional areas and their organizational form of employment. The sample was diverse, encompassing all regional areas of Slovenia and all organizational forms of community nursing (nurses employed in public institutions or employed on the basis of the concession agreement).
Research Methods and Techniques
The choice of methodology was based on problem identification, since we find the populations of community nurses perceive the palliative care process very differently, and with different emotional responses too. We decided to check whether the established model satisfies the needs of the patients and their families. Our main aim was to optimize the model based on our findings, especially in the fields we studied and which play one of the most important roles in the palliative care process -the fields of knowledge, communication, and information.
Data collection method in our study is a survey, which represents one of the fundamental research approaches in social sciences. We surveyed community nurses who are privately employed and those, who are employed in the public institution. As we wished to include the highest number of community care nurses possible, we used our own instrument, a survey questionnaire.
We started collecting data at the end of year 2013. Survey participants were asked to participate both orally and in writing, and were ensured anonymity. The survey questionnaire was given to half of the survey participants in person, on a symposium in Laško in September of 2013, and the other half received them by mail. We transcribed the data collected with the survey questionnaires into a computer database and processed them with the help of a statistical program SPSS. We used quantitative statistic methods -method of analysis, synthesis, and generalization. In the first phase of the analysis we analyzed the statements with the method of descriptive statistics and presented them graphically in the form of descriptive statistics or frequency distributions, with which we interpreted each individual question of the survey. After the Cronbach Alfa reliability test, factor analysis followed. With it, we aimed to find whether the connections between the observed variables can be explained by a lower number of factors. These factors were determined by the principal component analysis. Then, we searched for statistically significant correlations, using Pearson rang correlation coefficient. After finding statistically significant correlations, we further used regression analysis to determine relations between two independent variables and one dependent variable. With regression analysis, we confirmed correlations, meaning that we confirmed the hypothesis. After hypothesis validation, we formed a regression model.
Results
6.
The study included 180 registered nurses and one graduate nurse. Majority 61.9% of them are community nurses employed in public institutions, 37.6% are community nurses with concession, and one respondent did not answer this question.
The aim of this study was to determine the extent to which community nurses believe that patients, their relatives and other important people to a patient are informed about the stage of the disease and about palliative care plan.
Regarding their answers to the question "Are palliative patients, in your field of activity, familiar with the state of the disease?" most of them think 67.4% that palliative patients are often informed about the state of the disease. At least 10.5% believe that palliative patients are familiar with the state of the disease. From the above, it can be concluded that the professionals, in most cases, avoid talking with patients about the state of their disease, especially in cases when it comes to advanced, chronic disease, where recovery is no longer possible.
Regarding the answers to the question "Are palliative patients in your field of activity familiar with the plan of palliative care?" majority, i.e. 53.0% of them felt that palliative patients are rarely informed about the plan of palliative care. Only six (3.3%) of them believe that palliative patients are never informed about the plan of palliative care. Out of these data it is obvious how difficult it is for the practitioners to talk with the patient about their condition, and the fact that the treatment is concluded, that the cure is no longer possible, further on only mitigation of the disturbing symptoms can be provided.
Regarding the question "Are relatives of the palliative patients and other important people to a patient, in the field you are in charge of, informed about the state of the disease?", majority respondents, 64.1% of them believe that families are often familiar with the state of the patient's disease. There was no answer "never".
Regarding the question "Are the relatives or important people to a palliative patients, in your field of work, familiar with the plan of palliative care?", majority, 45.9% of them believe that relatives of palliative patients and other patient's VIPs, are often informed about the palliative care plan. Few of them, 3.3% stated that relatives were never familiar with the plan. From the above, we can conclude that in most cases, relatives, or other important person to a patient are familiar with the plan of palliative care. It means that the professionals easier speak with relatives than with patients.
In opinion of 65.7% respondents, patient's relatives are often included into patient's care in the context of palliative care. There was no answer "never". The smallest number of the respondents 6.1% answered that patient's relatives are rarely included into the care of the patients in the context of palliative care.
To palliative patients of greatest importance are interpersonal communication, frequency and mode of communication between members of the palliative team. Therefore, we wanted to get answers about these issues.
According to the 179 community nurses, all members of the palliative team have good interpersonal communication, since 58.0% answered the question affirmatively; two of them did not know the answer to this issue. This can be understood as the fact that the principles and functioning, and the importance of palliative care are not yet widely known among the palliative care professional providers. Even communication, as the main element of teamwork in the process of palliative care, in two cases was completely unknown, what means that there was no teamwork in dealing with the patient in the process of palliative care.
Out of 174 respondents, 81.8% give negative answer to the question "Do you keep a regular meeting with the members of the palliative team at the primary level about individual cases in your region?" Seven of them (3.9%), do not know the answer. From the above, we can conclude that teamwork in the process of palliative care is rarely carried out in Slovenia. Finding that some of them do not even know whether their team hold meetings on this topic is concerning. It opens a dilemma -is it because of ignorance or lack of interest?
Following question was about the extent to which community nurses build their knowledge in the field of palliative care throughout permanent education and how their upgraded knowledge affects their work in the field of palliative care.
According to the respondents, there are 45.3% of those who feel they have enough knowledge to provide quality care for palliative patients. 34.8% of respondents state that their knowledge is insufficient. Having a sense of lack of competence, this feeling seems logical. But this seems non-professional, to provide professional care for patients being aware of the lack of knowledge. Non-professional attitude affects the care of patients and, on the other hand, the selfimage of a professional provider. At this level, regulations should be provided for the continuous education of nurses. Their knowledge are not able to define 19.9% community nurses.
Communication and knowledge were chosen as the components/building blocks of the quality of life of patients and their relatives, because a competent, sensible communication affects not only familiarity with the state of a disease and palliative care plan, but also the motivation to deal with the disease. The regression model shows a statistically significant relationship between »communication between the palliative care team«, opinion »Do you have enough knowledge to offer quality care to palliative patients?« and the dependent variable »familiarity«. Thus, hypothesis is confirmed.
It means, where there is a good communication between members of the palliative team, there is also appropriate familiarity of patients and family with the state of disease and palliative care plan. Those community nurses who feel that they have enough professional and communication knowledge to offer quality care to palliative patients, better inform patients and their relatives about the disease and palliative care plan.
Model of Independent Variables and their Impact on the Dependent Variable »Familiarity«
Source: own
Conclusion
7.
For the quality of life in the palliative care process is crucial to help patients satisfy their physical, mental, social and spiritual needs.
This study shows that, according to community nurses' point of view, communication is a critical component of palliative care. Each component of "good death" depends primarily on the communication of all actors involved in the
